Digital orphans: Data closure and openness in patient- powered networks by Tempini, N & Del Savio, L
  
































































i		 The	orphan	disease	concept	captures	a	situation	where	–	in	the	context	of	market-led,	capital-intensive	pharmaceutical	research	–	certain	diseases	and	their	communities	are	unable	to	align	with	industrial	interests	and	resources	to	the	sufficient	extent	required	to	make	research	for	a	cure	happen.	The	rarity	of	a	disease	(implying	a	small	market)	is,	for	instance,	one	among	several	factors	that	could	contribute	to	making	the	profitability	of	eventual	breakthroughs	uncertain.	ii		 A	further	line	of	critique	is	linked	to	arguments	about	the	labour	of	research	participants	that	takes	place	“outside”	the	Internet	and	yet	“outside”	the	clinic	at	the	same	time.	The	labour	of	“enacting	the	body”	in	particular	ways	(Brives,	2013),	and	engage	in	certain	sets	of	social	interaction	(Milne,	2018),	to	comply	with	the	regimes	of	scientific	research,	must	be	acknowledged.	iii		 Birchall	(2017)	provocatively	observes	how	sharing	“has	to	be	understood	today	not	as	a	conscious	and	conscientious	act	but	as	a	key	component	of	contemporary	data	subjectivity”	(17);	and	is	“not	something	we	do	after	possessing	data	but	is	the	basis	on	which	having	any	relation	with	that	data	can	be	possible	at	all”	(23).	iv	 The	ways	in	which	a	patient-powered	network	would	typically	employ	solutions	to	stimulate	further	and	active	data	production	include:	features	for	filtering	the	user	base	and	displaying	other	users	with	similar	health	profiles,	with	whom	the	user	is	then	encouraged	to	interact	by	tailored	system	interfaces;	and	features	for	encouraging	data	integration	across	the	network,	as	patients	log	and	report	on	their	experiences	(i.e.	their	symptoms	and	their	severity),	by	cutting	across	search	queries	through	synonym	analysis	and	displaying	example	inputs	from	other	patients.	These	are	two	examples	among	many	others	that	make	up	a	web	of	links	connecting	people	to	other	people	and	medical	phenomena,	constructing	a	space	of	“possible”	and	“encouraged”	social	interaction	that	endlessly	refers	to	something	or	someone	in	a	chain	that	never	ends	(Gerlitz	and	Helmond,	2013;	Kallinikos	and	Tempini,	2014;	Tempini,	2013;	van	Dijck,	2013).	v		 Formerly	known	as	Patient	Opinion.		
                                               
  
                                                                                                                                                  vi	 Accessed	27th	June	2015,	https://www.patientopinion.ie/info/faq.	vii	 Accessed	27th	June	2015,	https://www.mediguard.org/help/what-is-iguard/privacy.	viii		 Griffiths	et	al.	(2015)	wrote	a	systematic	review	of	health	social	networks	that	explicitly	interrogates	whether	and	which	online	social	networks	aim	to	produce	expert	research,	defined	as	“the	use	of	information	derived	from	activity	within	the	particular	network	by	professionals	for	research	purposes”	(2015:478).	They	found	that	5	among	23	social	networks	declared	that	their	objectives	include	the	enablement	of	novel	research:	Psych	Central,	Mumsnet,	Health	Talk	Online,	PatientsLikeMe	and	CureTogether.	Among	these,	the	last	three	have	internal	research	experts;	only	one	network	(PatientsLikeMe)	is	“focused	on	the	collection,	collation,	and	correction	of	information	derived	from	the	network	itself”,	while	“almost	all	other	identified	networks	emphasized	the	dissemination	of	existing	information”	(Griffiths	et	al.,	2015:483).	HealthTalk	Online	is	a	website	that	shares	patient	experiences,	but	only	after	these	experiences	are	sought	for,	selected	and	coded	by	researchers	who	conduct	interviews	with	the	patients,	with	no	data	collection	based	on	social	networking.	Within	HealthTalk	and	Psych	Central,	research	focuses	on	the	development	of	a	reliable	health	information	portal,	rather	than	on	medical	research.	Mumsnet’s	focus	is	instead	broader	than	health,	with	surveys	conducted	on	non-medical	products	and	blog	hosting.	ix	 Accessed	29th	June	2016,	http://curetogether.com/terms.php.	x	 Accessed	29th	June	2016,	http://curetogether.com/blog/2011/10/05/stanford-fibromyalgia-study-on-ldn-replicated-at-curetogether/.	xi	 Accessed	29th	June	2016,	http://curetogether.com/blog/ongoing-studies/.	xii	 Accessed	29th	June	2016,	http://curetogether.com/blog/ongoing-studies/.	xiii	 Accessed	29th	June	2016,	http://curetogether.com/blog/ongoing-studies/.	xiv	 No	data	about	active	users	are	released	by	the	organisation	on	the	website.	Accessed	29th	June	2016,	https://www.23andme.com/en-gb/curetogether_connections/.	xv	 Accessed	29th	June	2016,	https://www.23andme.com/en-gb/curetogether_connections/.	xvi		 PatientsLikeMe’s	user	base	includes	more	than	600,000	patient	members	affected	by	more	than	2,800	conditions.	Initially	conceptualised	as	a	website	for	amyotrophic	lateral	sclerosis	(ALS),	the	founders	quickly	recognised	the	potential	for	the	research	model	to	be	applied	to	more	conditions.	Expanding	first	into	other	neurodegenerative	conditions	(Parkinson’s	disease	and	multiple	sclerosis),	by	2010,	the	network	hosted	approximately	25	distinct,	‘siloed’	patient	communities.	These	included	epilepsy,	HIV	and	fibromyalgia,	but	also	what	we	may	call,	for	lack	of	a	better	word,	‘groups	defined	by	patient	experience’,	such	as	the	transplant	community	(for	tracking	the	post-operative	health	of	transplant	recipients)	and	a	mood	disorders	community	(grouping	together	patients	who	suffer	from	bipolar	disorder,	depression	or	schizophrenia,	among	others).	xvii	 PatientsLikeMe	opened	the	system	to	patient-generated	definitions,	or	‘folksonomy’,	for	conditions,	treatments	and	symptoms	–	i.e.	medical	entities	as	captured	in	patients’	own	terms	and	circumstances.	Expert	staff	reviewed	any	new	definitions	before	allowing	new	data	categories	to	be	shared	on	the	website	and	be	adopted	by	other	patients,	whom	could	then	aggregate	their	own	data	into	these	categories.	Merging	all	communities	into	one	had	become	a	research	and	business	development	priority,	as	researchers	wanted	to	better	capture	co-morbidity	phenomena.	Running	siloed	patient	communities,	each	centred	on	a	single	condition,	had	long	been	a	technical	compromise	with	implications	that	needed	to	be	tackled.	The	old	model	of	community	building	was	slow	and	labour	intensive,	and	made	the	infrastructure	development	process	too	dependent	on	funding	from	clients	for	specific	research	projects.	The	staff	had	to	conduct	time-consuming	research	on	the	literature	of	each	condition	and	review	existing	tools	for	patient	self-reporting	to	then	develop	an	appropriate	metaphor	for	the	patient	experience	in	the	set	of	self-reporting	tools	that	could	be	selected	as	the	new	template	for	the	patient	profile.	In	the	new	architecture,	a	condition	could	be	created	in	a	few	clicks	by	staff	dedicated	to	the	review	of	patient-generated	conditions.	A	new	condition	would	be	attributed	a	set	of	basic	tools	that	could	be	applied	to	any	patient	experience:	symptoms,	treatments	and	weight	trackers,	and	quality	of	life	and	condition	history	questionnaires.	For	more	in-depth	discussion	of	this	evolution,	see	Tempini	(2017).	xviii		 Trust	spokesman	argued	that	reviews	were	submitted	on	behalf	of	patients,	acknowledging	lack	of	transparency.	Accessed	2nd	Feb	2018,	http://www.bbc.co.uk/news/health-26229041.	xix		 The	work	of	Mary	Ebeling	has	also,	chillingly,	shown	how	health	data	trusted	to	an	organization	can	be	legally	sold,	unstoppably	circulate	on	the	Internet,	and	harm	(Ebeling,	2016).	The	stakes	of	sharing	have	never	been	higher.	xx		 Advocates	of	open	data	and	open	science	argue	for	experimenting	with	a	more	distributed	control	of	data	sharing	and	use	(Boyle,	2007)	in	order	to	fully	reap	the	social	benefits.	The	openness	of	a	resource	is	related	to	the	capacity	of	actors	to	access	and	use	it,	and,	as	such,	can	be	limited	by	the	
  
                                                                                                                                                  existence	of	barriers	to	its	deployment.	Openness	can	also	be	assessed	by	the	degree	of	control	a	person	or	a	group	exercises	on	the	resource:	the	more	control	is	concentrated,	the	less	the	resource	is	open	(Frischmann	et	al.,	2014).	In	the	case	of	data,	one	element	necessary	to	achieve	openness	is	law	(i.e.	intellectual	property,	contracts)	–	although	this	necessary	step	is	often	not	sufficient,	as	openness	is	actually	made	possible	only	when	the	specific	situations	of	practice	dispose	of	the	appropriate	levels	of	skill,	organisational	resources,	and	methodological,	ethical	and	technical	commitments	(Leonelli	et	al.,	2015).	The	paradigmatic	example	of	an	openness	regime	is	the	public	domain	(Benkler,	2014),	but	other	scholars	have	focused	on	governance	models	that	combine	the	central	control	typical	of	public	action	with	individual	property	rights	regimes	that	underpin	market	organisation	(Frischmann	et	al.,	2014).	These	approaches,	broadly	inspired	by	pioneering	work	on	common	pool	resources	(Ostrom,	1990;	Hess	and	Ostrom,	2007),	have	been	recently	proposed	as	a	framework	for	governing	personal	health	data	(Evans,	2016).	xxi	 Accessed	29th	June	2016,	http://www.pcori.org/research-results/how-we-select-research-topics/generation-and-prioritization-topics-funding-4.	
